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TｴWヴW ｷゲ ﾉｷﾏｷデWS ┌ﾐSWヴゲデ;ﾐSｷﾐｪ ﾗa デｴW けﾉｷ┗WS W┝ヮWヴｷWﾐIWげ ﾗa ヮ;ﾉﾉｷ;デｷ┗W I;ヴW ヮ;デｷWﾐデ ┘ｷデｴｷﾐ デｴW ;I┌デW 29 
care setting. Failing to engage with and understand the views of patients and those close to them, 30 
ｴ;ゲ a┌ﾐS;ﾏWﾐデ;ﾉ IﾗﾐゲWケ┌WﾐIWゲ aﾗヴ a┌デ┌ヴW ｴW;ﾉデｴ SWﾉｷ┗Wヴ┞く UﾐSWヴゲデ;ﾐSｷﾐｪ けヮ;デｷWﾐデ W┝ヮWヴｷWﾐIWげ I;ﾐ 31 
enable care providers to ensure services are responsive and adaptive to individual patient need.  32 
 33 
Methods 34 
TｴW ;ｷﾏ ﾗa デｴｷゲ ゲデ┌S┞ ┘;ゲ デﾗ W┝ヮﾉﾗヴW デｴW けﾉｷ┗WS W┝ヮWヴｷWﾐIWげ ﾗa ; ｪヴﾗ┌ヮ ﾗa ヮ;デｷWﾐデゲ ┘ｷデｴ ヮ;ﾉﾉｷ;デｷ┗W I;ヴW 35 
needs who had recently been in-patients in one acute hospital trust in the north-west of England. 36 
Qualitative research using narrative interviews was undertaken, and data was analysed using 37 
thematic analysis. A sample of 20 consecutive patients complying with the inclusion/exclusion 38 
criteria were recruited and interviewed. 39 
 40 
Results 41 
Patient Sample: 42 
Of the 20 patients recruited, there was a fairly equal gender split; all had a cancer diagnosis and the 43 
majority were white British, with an age range of 43-87 years. 44 
 45 
Findings from Interviews: 46 
Overall inpatient experience was viewed positively. Individual narratives illustrated compassionate 47 
and responsive care, with the patient at the centre. Acts of compassion appeared to be expressed 48 
デｴヴﾗ┌ｪｴ デｴW けﾉｷデデﾉW デｴｷﾐｪゲげ ゲデ;aa Iﾗ┌ﾉS Sﾗ aﾗヴ ヮ;デｷWﾐデゲが ｷくWくが デｷﾏW デﾗ デ;ﾉﾆが デｷﾏW デﾗ I;ヴWが ｴ┌ﾏ;ﾐｷデ┞ ;ﾐS 49 
comfort measures. AHSPCT involvement resulted in perceived improvements in pain control and 50 
holistic wellbeing. However, challenges were evident, particularly regarding over-stretched staff and 51 





LｷゲデWﾐｷﾐｪ デﾗ ヮ;デｷWﾐデゲげ W┝ヮWヴｷWnces of care across the organisation provided a unique opportunity to 55 
impact upon delivery of care. Further research should focus on exploring issues such as: why some 56 
patients within the same organisation have a positive experience of care, while others may not; how 57 
do staff attitudes and behaviours impact on the experience of care; transitions of care from hospital 58 
to home, and the role of social networks. 59 
 60 
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けPWヴゲﾗﾐ IWﾐデヴWSげ ;ヮヮヴﾗ;IｴWゲ デﾗ I;ヴW SWﾉｷ┗Wヴ┞ ｴ;┗W HWWﾐ ヮヴﾗﾏﾗデWS ;ゲ ; IﾗヴW ヮ;ヴデ ﾗa ゲWヴ┗ｷIW SWゲｷｪﾐ 66 
within the National Health Service (NHS) [1]. Crucially, person centred care promotes a care 67 
environment that is respectful, compassionate and responsive to the needs of individuals [2]. This is 68 
not a novel idea as the person centred ethos can be seen echoed in the core principles and values of 69 
デｴW NH“き さぷデｴW NH“へ デﾗ┌IｴWゲ ﾗ┌ヴ ﾉｷ┗Wゲ ;デ デｷﾏWゲ ﾗa ﾏﾗゲデ H;ゲｷI ｴ┌ﾏ;ﾐ ﾐWWSが ┘ｴWﾐ I;ヴW ;ﾐS 70 
compassion are what m;デデWヴ ﾏﾗゲデざぷンへく Wｴｷﾉゲデ デｴｷゲ ﾏ;┞ HW ;ﾐ ;デデヴ;Iデｷ┗W IﾗﾐIWヮデ デﾗ ┌ﾐSWヴヮｷﾐ ｴW;ﾉデｴ 71 
care delivery policy, the term has been criticised for being applied without clarity of definition, 72 
I;┌ゲｷﾐｪ ゲ┌HゲWケ┌Wﾐデ SｷゲIﾗ┌ヴゲW ;ヴﾗ┌ﾐS デｴW ゲ┌HﾃWIデ デﾗ HW け┘ﾗﾗﾉﾉ┞げが ヮ;ヴデｷI┌ﾉ;ヴﾉ┞ ┘ｷデh regard to informing 73 
actual care delivery [4].   74 
 75 
A recent high profile review of care delivery in hospitals has shown that a lack of openness and 76 
Iﾗﾏヮ;ゲゲｷﾗﾐ ﾉWSが ;デ デｷﾏWゲが デﾗ I;ヴW デｴ;デ ┘;ゲ さデﾗデ;ﾉﾉ┞ ┌ﾐ;IIWヮデ;HﾉW ;ﾐS ; a┌ﾐS;ﾏWﾐデ;ﾉ HヴW;Iｴ ﾗa デｴW 77 
values of tｴW NH“ざ ぷヵへく F┌ヴデｴWヴﾏﾗヴWが デｴW NW┌HWヴｪWヴ ヴW┗ｷW┘ ｴｷｪｴﾉｷｪｴデWS ; ﾉ;Iﾆ ﾗa けヮ;デｷWﾐデ IWﾐデヴWSげ 78 
care and openness around decision making as barriers to good care [6]. A failure to engage 79 
ﾏW;ﾐｷﾐｪa┌ﾉﾉ┞ ┘ｷデｴ ヮ;デｷWﾐデゲ ﾏ;┞ ヴWゲ┌ﾉデ ｷﾐ ;ﾐ ;ヮヮヴﾗ;Iｴ デﾗ I;ヴW SWﾉｷ┗Wヴ┞ デｴ;デ けSﾗWゲ デﾗげ ヴ;デｴWヴ デｴ;ﾐ 80 
け┘ﾗヴﾆゲ ┘ｷデｴげ ヮ;デｷWﾐデゲき ヮヴｷ┗ｷﾉWｪｷﾐｪ デｴW ヮWヴゲヮWIデｷ┗W ﾗa ｴW;ﾉデｴI;ヴW ヮヴﾗaWゲゲｷﾗﾐ;ﾉゲ ;ﾐS IﾉｷﾐｷI;ﾉﾉ┞ aﾗI┌ゲWS 81 
outcomes [7]. Indeed, a lack of compassion from health care providers has been cited as a major 82 
reason for dissatisfaction with the care that patients receive [8].  83 
 84 
Failing to engage with and understand the views of patients and those close to them, has 85 
fundamental consequences for future health delivery. Both government policy/guidance and the 86 
research literature continues to emphasise デｴW ｷﾏヮﾗヴデ;ﾐIW ﾗa W┝ヮﾉﾗヴｷﾐｪ デｴW けヮ;デｷWﾐデ W┝ヮWヴｷWﾐIWげ ｷﾐ 87 
order to support service providers to provide care that is responsive and adaptive to individual 88 
patient need に ie person centred [2, 9,10,11,12].  By actively seeking the views of patients and 89 
families, the potential to ensure that these views are placed at the centre of service provision is 90 
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enhanced. This perspective sits in accordance with the overarching values of the NHS Constitution 91 
[3] as well as National Guidance for End of Life Care [10,12,13]; therefore engaging service users 92 
should form part of ongoing service improvement strategies.  93 
 94 
PヴWSﾗﾏｷﾐ;ﾐデﾉ┞ ｴﾗ┘W┗Wヴが ;ゲゲWゲゲｷﾐｪ デｴW け┌ゲWヴ W┝ヮWヴｷWﾐIWげ ｴ;ゲ IWﾐデヴWS ﾗﾐ ﾏW;ゲ┌ヴｷﾐｪ けゲ;デｷゲa;Iデｷﾗﾐげが 95 
with a focus on comparison and monitoring. Some commentators suggest that current widely used 96 
;ヮヮヴﾗ;IｴWゲ aﾗヴ ﾏW;ゲ┌ヴｷﾐｪ けゲ;デｷゲa;Iデｷﾗﾐげ ﾏ;┞ ﾐﾗデ HW ゲ┌aaｷIｷWﾐデﾉ┞ ｪヴﾗ┌ﾐSWS ｷﾐ デｴW ┗;ﾉ┌Wゲ ﾗヴ 97 
experiences of patients, thus raising serious questions about the validity of the concept as a way of 98 
eliciting what is important to patients and the care they receive [14,15]. In recent years assessment 99 
of the performance of healthcare organisations has begun to move beyond examining clinical care 100 
;ﾉﾗﾐWが デﾗ IﾗﾐゲｷSWヴｷﾐｪ ;ﾐS WﾏHヴ;Iｷﾐｪ けヮ;デｷWﾐデ W┝ヮWヴｷWﾐIWげ ;ゲ ;ﾐ ｷﾏヮﾗヴデ;ﾐデ ｷﾐSｷI;デﾗヴ ﾗa  ケ┌;ﾉity [9].  101 
 102 
So how can we best uncover the views of patients who receive care in our NHS organisations, to 103 
better understand how well it meets their needs? Patient experience is complex and multifaceted, 104 
and requires more in depth methods to explore how patients and families experience the care they 105 
receive[9].Taking time to actively engage patients to find out what is really important to them has 106 
デｴW ヮﾗデWﾐデｷ;ﾉ デﾗ ┌ﾐﾉﾗIﾆ ; ヴｷIｴﾐWゲゲ ﾗa ｷﾐaﾗヴﾏ;デｷﾗﾐ ﾐﾗデ ヮﾗゲゲｷHﾉW ゲﾗﾉWﾉ┞ デｴヴﾗ┌ｪｴ けゲ;デｷゲa;Iデｷﾗﾐげ 107 
questionnaires alone[16].  108 
 109 
Much of the recent focus of both the media and the academic literature has been on the perceived 110 
deficits in care delivery for hospital in-patients nearing the end of life and their relatives and carers 111 
[6,7]. We therefore chose to focus this study on a group of hospital in-patients who had life limiting 112 
illness and who were potentially nearing the end of life.  In order to identify a suitable group of 113 
patients, we focused on inpatients who had received input during their stay from members of the 114 
Academic Hospital Specialist Palliative Care Team (AHSPCT) in one acute hospital trust in the North-115 
West of England. The AHSPCT is an advisory service which takes referrals from across the hospital for 116 
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patients with idWﾐデｷaｷWS ゲヮWIｷ;ﾉｷゲデ ヮ;ﾉﾉｷ;デｷ┗W I;ヴW ﾐWWSゲく TｴW ヴﾗﾉW ﾗa デｴW ゲWヴ┗ｷIW ｷゲ デﾗ ;ゲゲWゲゲ ヮ;デｷWﾐデゲげ 117 
holistic needs in order to optimise comfort, well-being and quality of life, in the presence of 118 
incurable, advancing illness. The AHSPCT is a multi-professional team, and includes doctors, 119 
specialist nurses and allied health professionals.    120 
 121 
Methods 122 
TｴW ;ｷﾏ ﾗa デｴｷゲ ゲデ┌S┞ ┘;ゲ デﾗ W┝ヮﾉﾗヴW デｴW けﾉｷ┗WS W┝ヮWヴｷWﾐIWげ ﾗa ; ｪヴﾗ┌ヮ ﾗa patients with palliative care 123 
needs who had recently been in-patients in one acute hospital trust in the north-west of England. 124 
 125 
Exploring the lived experience required a phenomenological approach whereby participants were 126 
encouraged to recount their experience, allowing issues that held most personal importance to 127 
them unfold. This approach allows tｴW ヴWゲW;ヴIｴWヴ けWﾐデWヴ デｴW ヮ;デｷWﾐデゲ ┘ﾗヴﾉSげが ヮヴﾗﾏﾗデｷﾐｪ 128 
┌ﾐSWヴゲデ;ﾐSｷﾐｪ ﾗa デｴWｷヴ W┝ヮWヴｷWﾐIW aヴﾗﾏ デｴW ヮ;デｷWﾐデゲげ ヮWヴゲヮWIデｷ┗W [18]. In-depth narrative interviews 129 
were undertaken using a conversational approach where patients were encouraged to direct and 130 
shape the discussion in accordance with their own experiences, views and particular concerns 131 
[19,20], rather than responding to a pre-determined agenda. 132 
 133 
Procedure 134 
Identification and recruitment of patients:  135 
In order to promote the potential to sample a range of experience, a consecutive sample of 20 136 
patients who had been referred to the AHSPCT were recruited to take part. Recruitment was 137 
coordinated by the main researcher (AB). AB, female, is a Clinical Nurse Specialist with the AHSPCT, 138 




D┌ヴｷﾐｪ デｴW ヴWIヴ┌ｷデﾏWﾐデ ヮｴ;ゲWが AB ;デデWﾐSWS デｴW ﾏﾗヴﾐｷﾐｪ けヴ┌ﾐ デｴヴﾗ┌ｪｴげ ﾏWWデｷﾐｪ ┘ｷデｴｷﾐ デｴW AH“PCT 141 
attended by the multi-SｷゲIｷヮﾉｷﾐ;ヴ┞ デW;ﾏが デﾗ ヮヴﾗﾏヮデ ｷSWﾐデｷaｷI;デｷﾗﾐ ﾗa ヮ;デｷWﾐデゲ ┘ｴﾗ ﾏ;┞ HW けWﾉｷｪｷHﾉWげ 142 
for this study. Patients ┘WヴW IﾗﾐゲｷSWヴWS けWﾉｷｪｷHﾉWげ ｷa デｴW┞ ﾏWデ デｴW aﾗﾉﾉﾗ┘ｷﾐｪ ｷﾐIﾉ┌ゲｷﾗﾐ IヴｷデWヴｷ;ぎ 143 
 Hospital inpatient >=18 years of age 144 
 Referred to the AHSPCT and seen on at least two occasions; 145 
 Due to be discharged from hospital. 146 
 147 
Patients were not approached for this study if the following exclusion criteria applied: 148 
 Hospital inpatient <18 years of age; 149 
 Recognised to be in the last few days or hours of life; 150 
 Unable to provide fully informed consent to participate; 151 
 Died prior to discharge; 152 
 Unable to communicate in English.  153 
 154 
Information and Consent 155 
Potential participants were initially approached by a member of the clinical team, who informed 156 
them that this study was being conducted. If the patient expressed interest, they then met with the 157 
researcher (AB), who gave them a Patient Information Sheet (PIS) along with verbal information and 158 
offered the opportunity for questions. If the patient was agreeable, a mutually agreed date/time and 159 
place was arranged to conduct the interview following discharge from hospital. AB then checked 160 
their agreement to participate prior to undertaking the interview, and a consent form was signed by 161 
the participant. 162 
 163 
Interviews 164 
The interviews were conducted by the researcher (AB) in the patieﾐデゲげ ｴﾗﾏW aﾗﾉﾉﾗ┘ｷﾐｪ SｷゲIｴ;ヴｪWく 165 




けTｴｷﾐﾆｷﾐｪ H;Iﾆ デﾗ ┝ ﾐ┌ﾏHWヴ ﾗa S;┞ゲ ;ｪﾗ ┘ｴWﾐ ┞ﾗ┌ I;ﾏW ｷﾐデﾗ ｴﾗゲヮｷデ;ﾉが I;ﾐ ┞ﾗ┌ デWﾉﾉ ﾏW 168 
W┗Wヴ┞デｴｷﾐｪ デｴ;デ ｴ;ゲ ｴ;ヮヮWﾐWSげく   169 
 170 
A デﾗヮｷI ｪ┌ｷSW ﾗa けヮヴﾗﾏヮデゲげ ┘;ゲ ;ﾉゲﾗ IヴW;デWS デﾗ ゲ┌ヮヮﾗヴデ デｴｷゲ ヮヴﾗIWゲゲく  Fﾗヴ W┝;ﾏヮﾉWが ヮヴﾗﾏヮデゲ ゲ┌Iｴ ;ゲ 171 
けデWﾉﾉ ﾏW ﾏﾗヴW ;Hﾗ┌デげが けI;ﾐ ┞ﾗ┌ ヴWﾏWﾏHWヴ ゲヮWIｷaｷI W┝;ﾏヮﾉWゲいげ ;ﾐS けｴﾗ┘ SｷS ┞ﾗ┌ aWWﾉ ;Hﾗ┌デ デｴ;デいげ 172 
were used in order to elicit more detailed responses where this did not occur more naturally from 173 
the conversation. The interviews were conducted between October 2015 and September 2016. 174 
 175 
It was important to consider issues of potential bias within the research process, for example the balance of 176 
power in the relationship between patients and the researcher [21,22]. Considering this, the 177 
interviews were conducted in a place where the patient felt comfortable, and the researcher kept a 178 
field note diary to document thoughts and feelings in order to aid ongoing reflection. In addition a 179 
distress protocol was available should the patient become distressed during the interview. 180 
 181 
Analysis 182 
Each interview was transcribed verbatim, and transcripts were analysed using Thematic Analysis, 183 
facilitating exploration of how people ascribe meaning to their experiences in their interactions with 184 
the environment [23].The analysis process began at the interview stage, with the researcher keeping 185 
a field note diary of thoughts, feelings and emotional responses to the interview process and 186 
content.  The process of analysis was cyclical and iterative in nature. Transcription further promoted 187 
familiarisation with the data and generation of initial emerging themes. The transcripts were also 188 
analysed in conjunction with the original recordings, so that the researcher became fully immersed 189 
in the data [23]. Against each transcript, the main researcher (AB) made initial notes documenting 190 
any observations, questions and interpretations that arose from the reading and re-reading of the 191 
data. AB then coded each transcript and made an initial narrative summary of the key themes for in-192 
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depth discussion with the wider team (TM and CM). TM and CM also independently analysed 5 193 
transcripts (20%) to gain first-hand experience of the words of participants, giving the potential for a 194 
richer interpretation. Where appropriate, consideration of relevant published literature further 195 
enhanced the evolving interpretation. 196 
 197 
Results 198 
Final Sample 199 
A total of 20 interviews were undertaken (see figure 1 for recruitment flow diagram) lasting between 200 
15 minutes and 90 minutes, with a median time of 41 minutes. 201 
 202 
As a result of the complex and palliative nature of the patient cohort, over half (53% n=296/560) 203 
ｷﾐｷデｷ;ﾉﾉ┞ ヴWaWヴヴWS デﾗ デｴW AH“PCT ┘WヴW WｷデｴWヴ けデﾗﾗ ｷﾉﾉげ ﾗヴ けS┞ｷﾐｪげ ;デ デｴW ヮﾗｷﾐデ ﾗa ヴWaWヴヴ;ﾉが meaning they 204 
were not eligible for inclusion. However, many patients who were approached for inclusion 205 
expressed interest in taking part in the study; of the 81 patients initially approached only 26 (32%) 206 
expressly declined. Thirty five patients (43%) initially showed interest but were unable to be 207 
recruited for the following reasons: deteriorating condition (n=11); subsequent death (n=10); family 208 
けｪ;デW ﾆWWヮｷﾐｪげ ふﾐЭヱヰぶ; and the required sample had been reached (n=4). The interviews took place 209 
no longer than 10 days following discharge home; 14/20 interviews took place within 6 days of 210 
discharge. Table 1 provides a summary of the demographic details of participating patients. 211 
 212 
Table 1: Demographic Details 213 
Total No: Participants   20 
Male  11 (55%) 
Female 9 (45%) 
Age Range  43-87 years  
Diagnosis  20 cancer (100%) 
Ethnicity 19 White British (95%) 
10 
 
1 Any other ethnic group (5%) 
Median days - recruitment to Interview  6 days (IQR 5 に 7 days) 
Median days - Interview to Date of Death 
(n=17*) 
63 (IQR 35 に 218 days) 
*3 patients still alive at close of data collection period 214 
 215 
Findings from Interviews 216 
Four overarching themes were generated from the interview data and these are presented below. 217 
 218 
Making Time に Taking Time 219 
  220 
It was clear from the narratives that participants in this study were acutely aware of the pressures 221 
on the staff that were looking after them, including the busyness of the wards, and staff shortages:  222 
  223 
ゎぐゲﾗﾏWデｷﾏWゲ デｴW┞ ┘WヴW ヴ┌ﾐ ﾗaa デｴWｷヴ aWWデく TｴW┞ I;ﾐげデ ;ﾉ┘;┞ゲ IﾗﾏW ゲﾗ ┞ﾗ┌ Sﾗﾐげデ ｪWデ H;S 224 
デWﾏヮWヴWS ﾗヴ ;ﾐ┞デｴｷﾐｪが ┞ﾗ┌ ﾃ┌ゲデ ｴ;┗W デﾗ ┘;ｷデ ;ﾐS ﾆﾐﾗ┘ デｴ;デ デｴW┞ ┘ｷﾉﾉ IﾗﾏWくざ ふBetty)  225 
 226 
さデｴW┞げヴW ┗Wヴ┞が ┗Wヴ┞ H┌ゲ┞ ;ﾐS デｴW┞げヴW デヴ┞ｷﾐｪ デﾗ aｷデ ┞ﾗ┌ ｷﾐ ;ﾐS SWIｷSW ┘ｴ;デげゲ デｴW HWゲデ デｴｷﾐｪ デﾗ Sﾗ 227 
aﾗヴ ┞ﾗ┌ ;ﾐS デｴW┞ ｴ;┗Wﾐげデ ｪﾗデ デｷﾏW デﾗ Sﾗが I ┘ﾗ┌ﾉSﾐげデ W┗Wﾐ I;ﾉﾉ ｷデ ┗;ﾉ┌W ;SSWSが H┌デ デﾗ ﾃ┌ゲデ 228 
Iﾗﾏﾏ┌ﾐｷI;デW デﾗ ┞ﾗ┌ デﾗ ゲ;┞が けヴｷｪｴデ Mヴ Pが デｴｷゲ ｷゲ ┘ｴ;デ ┘W ヮﾉ;ﾐ デﾗ Sﾗ ;ﾐS デｴｷゲ ｷゲ ┘ｴ┞ ┘WげヴW 229 
Sﾗｷﾐｪ ｷデく TｴWヴW ┘;ゲ ﾐﾗﾐW ﾗa デｴ;デくくくHWI;┌ゲW デｴW┞ ;ヴW ゲﾗ H┌ゲ┞ ;ﾐS デｴW┞ ｴ;┗Wﾐげデ ｪﾗデ デｷﾏW ;ﾐS 230 
resource in place to proviSW デｴ;デ ｷﾐaﾗヴﾏ;デｷﾗﾐ デﾗ ┞ﾗ┌ざ ふBill) 231 
 232 
Against this backdrop, the views of the participants highlighted how the mode and manner of 233 
communication and information giving, including the number of HCPs involved and the level of 234 




さくくくI ゲ;┘ aﾗ┌ヴ SｷaaWヴWﾐデ デW;ﾏゲが ┞ﾗ┌ ﾆﾐﾗ┘ ┘ｴ;デ I ﾏW;ﾐが ゲﾗ ┞ﾗ┌ Sﾗ ﾉﾗゲW デヴ;Iﾆ デｴ;デ ｷゲき ┘ｴﾗ ;ﾐS 237 
ﾐ;ﾏWゲ ふゲｷIぶくくくデｴ;デ ┘;ゲ ﾗﾐW ﾗa デｴW ヮヴﾗHﾉWﾏゲ I ｴ;S ;ﾐ┞┘;┞くざ ふGerry) 238 
   239 
"That [lack of information] leaves you feeling as though...do they know any more, that they 240 
Sﾗﾐげデ ┘;ﾐデ デﾗ デWﾉﾉ ﾏWい くくくﾗヴ ｷゲ ぷｷデへ ; ﾏ;デデWヴ デｴ;デ デｴW┞ ﾃ┌ゲデ Sﾗﾐげデ ﾆﾐﾗ┘ ┘ｴ;デげゲ ｪﾗｷﾐｪ ﾗﾐいざ ふBill).  241 
 242 
For some, it was perceived that it was not just busyness that meant that staff were less attentive 243 
than they would have liked, but individual differences in the way different staff approached their 244 
roles: 245 
 246 
さ WWﾉﾉ ｷデ ┘;ゲ ゲﾗヴデ ﾗa ﾐ┌ヴゲWゲが I ﾏW;ﾐが Wヴﾏ デｴWヴW ┘;ゲ ゲﾗﾏW ﾗa デｴWﾏ ┘WヴWが ｷデげゲ ｴ;ヴS デﾗ ゲ;┞が ゲﾗﾏW 247 
of them were a lot better than others .. but there was others not so good; they would sit 248 
round chatting and things like that when there was, you know, basically, work to be done .. I 249 
ﾏW;ﾐ ┞ﾗ┌ ┘;ｷデWS W┗Wヴ┞ ﾐｷｪｴデ デｷﾉﾉ ﾐｷﾐW ﾗげIﾉﾗIﾆ デﾗ ゲWW ┘ｴｷIｴ ﾐ┌ヴゲW くく ┘;ゲ ｪﾗﾐﾐ; IﾗﾏW ﾗﾐ ;ﾐS くく 250 
┞ﾗ┌ ﾆﾐﾗ┘ ｷa デｴW┞ ┘WヴW ｪﾗﾗS ﾐ┌ヴゲWゲ くく ┞ﾗ┌ ┘ﾗ┌ﾉS ｴ;┗W ﾐﾗ ヮヴﾗHﾉWﾏゲざ (Harry) 251 
 252 
Understandably then, staff that went the extra mile to make time in their busy schedules and to take 253 
time to treat these patients as individuals, were highly valued:   254 
 255 
さぐｷデげゲ ﾃ┌ゲデ ﾉｷデデﾉW デｴｷﾐｪゲぐデｴ;デ ﾏ;ﾆW ; SｷaaWヴWﾐIWくくくデｴW┞ ┘;ﾐデWS デﾗ HW デｴWヴWが デhey wanted to 256 
I;ヴWく Yﾗ┌ Iﾗ┌ﾉS デWﾉﾉ デｴ;デ デｴW┞ ┘;ﾐデWS デﾗ I;ヴWぐ;ﾐS デｴW┞ ﾏ;SW デｷﾏW aﾗヴ ﾏWぐデｴW┞ ﾃ┌ゲデ ゲWWﾏWS 257 
デﾗ I;ヴWぐデﾗ ┘;ﾐデ デﾗ HW デｴWヴW ;ﾐS ｴWﾉヮくくくデｴW┞ ┘;ﾐデWS デﾗ ﾉｷゲデWﾐ デﾗ ┘ｴ;デ I ｴ;┗W デﾗ ゲ;┞ ;ﾐS 258 
┌ﾐSWヴゲデ;ﾐS ｴﾗ┘ I aWWﾉ  ぐﾗﾐW ヮ;ヴデｷI┌ﾉ;ヴ ﾐ┌ヴゲWが ゲｴW ﾃ┌ゲデ ゲ;ｷS デﾗ ﾏW ﾗﾐW ﾐｷｪｴデが ┞ﾗ┌げヴW ﾐﾗデ ┞ﾗ┌げヴW 259 
ﾐﾗヴﾏ;ﾉ ゲWﾉaぐSﾗ ┞ﾗ┌ ﾐWWS ; ｴ┌ｪい AﾐS I ゲ;ｷSが さYW;ｴが I Sﾗ ;Iデ┌;ﾉﾉ┞ざく “ﾗ ゲｴW ｪ;┗W ﾏW ; ｴ┌ｪ ;ﾐS 260 




さﾐ┌ヴゲWゲ ┌ゲWS デﾗ ゲｷデ ┘ｷデｴ ﾏWが ﾐﾗデ ﾗﾐﾉ┞ ;Hﾗ┌デ デｴW medication, but they used to sit with me and 263 
listen to problems, about my health and what was going on and they used to sit with me for 264 
ケ┌ｷデW ; ┘ｴｷﾉWざ ふPΑぶ 265 
  266 
Experiencing and Relieving Pain 267 
For some patients their in-patient stay was characterised by their experience of pain, and it was 268 
often what they remembered most about being in hospital.   269 
  270 
さEヴﾏが ｷデげゲ ﾉｷﾆW ┞ﾗ┌ ﾆﾐﾗ┘ ｷa ゲﾗﾏWﾗﾐWが デｴW┞ ｴ;S ﾉｷﾆWが Wヴﾏが ┘ﾗﾗS ;ﾐS ヮ;ヮWヴ ;ﾐS W┗Wヴ┞デｴｷﾐｪ ;ﾐS 271 
デｴW┞ ヮ┌デ ; ﾏ;デIｴ デﾗ ｷデ ;ﾐS ｷデ ┘Wﾐデ ;aﾉ;ﾏWが デｴ;デげゲ デｴW ┘;┞ I aWWﾉが ┞; ﾆﾐow when it hits my right 272 
ﾉWｪぐデｴ;デげゲ ｴﾗ┘ デｴW ヮ;ｷﾐ ┘;ゲが ;ﾐS I aWﾉデ ﾉｷﾆW ; aｷヴW ｴ;S ｪﾗﾐW ﾗaa ｷﾐゲｷSW ﾏWくざ ふBetty).  273 
  274 
Where physical pain was not dealt with in an appropriate and timely manner, this was highlighted as 275 
having the potential to negatively impact the patient experience:   276 
 277 
さぐデｴW┞ ぷﾐ┌ヴゲWゲへ ｪ;┗W ﾏW ヮ;ヴ;IWデ;ﾏﾗﾉ デｴｷﾐﾆｷﾐｪ ｷデ ┘ﾗ┌ﾉS ｴWﾉヮ ;ﾐS I ﾃ┌ゲデ ゲ;デ ┌ヮ ｷﾐ デｴW Iｴ;ｷヴが IげS 278 
ゲ;┞ aﾗヴ ;Hﾗ┌デ デｴヴWW ﾐｷｪｴデゲくくく デｴW┞ Iﾗ┌ﾉSﾐげデ ｪｷ┗W ﾏW ;ﾐ┞デｴｷﾐｪ ゲデヴﾗﾐｪWヴ HWI;┌ゲW I ┘;ゲﾐげデ ┘ヴｷデデWﾐ 279 
up for it so I was sat in the chair...trying to stop the pain and just ended up sitting up all night 280 
┘;デIｴｷﾐｪ TVぐ ﾃ┌ゲデ ┘;デIｴｷﾐｪ デｴW IﾉﾗIﾆ ┌ﾐデｷﾉ ﾐｷﾐW ﾗげIﾉock, until they came round with the 281 
medication (Sadie)  282 
 283 
さ“ﾗﾏWデｷﾏWゲ ┘W ;ゲﾆ aﾗヴ ﾏWSｷI;デｷﾗﾐ ;ﾐS デｴW┞げﾉﾉ ゲ;┞ Iげﾉﾉ ｪWデ ｷデ aﾗヴ ┞ﾗ┌が ;ﾐS ┞ﾗ┌げS WﾐS ┌ヮ ｪWデデｷﾐｪ 284 




When this was attended to however, the therapeutic value of this for patients made all the 287 
SｷaaWヴWﾐIWく TｴW ;Iデ ﾗa ;デデWﾐSｷﾐｪ デﾗ ヮ;デｷWﾐデゲげ ヮ;ｷﾐ ヴWﾉｷWa ;ヮヮW;ヴWS デﾗ WﾏHﾗS┞ Iﾗﾏヮ;ゲゲｷﾗﾐが I;ヴWが 288 
dignity, and being valued as a human being:   289 
 290 
さTｴ;デ ┘;ゲ ｪヴW;デが ;ﾐS ゲﾗﾏWHﾗS┞げゲ ﾗﾐ ┞ﾗ┌ヴ ゲｷSWが I can remember her coming up to me, 291 
┘ｴｷゲヮWヴゲ さI ｪﾗデ ┞ﾗ┌ ゲﾗﾏW ﾏﾗヴWざ ぷﾏWSｷI;デｷﾗﾐへが ﾗｴ デｴ;ﾐﾆ GﾗSが ┞W;ｴぐさ ふRitchie).  292 
 293 
Interestingly, although initial anxiety was reported by some around whether the involvement of the 294 
Academic Hospital Specialist Palliative Care Team (AHSPCT) meant imminent death, it was their 295 
involvement, particularly with regards to pain management, that was highlighted as having had a 296 
positive impact: 297 
 298 
さOｴ デｴW ヮ;ｷﾐ ヴWﾉｷWaが デｴW┞ ぷAH“PCTへ ┘WヴW ;Hゲﾗﾉ┌デWﾉ┞ ﾏ;ヴ┗Wﾉﾉﾗ┌ゲぐｷデ ┘;ゲ ﾉｷﾆW ゲﾗﾏWﾗﾐW ┘;┗ｷﾐｪ ; 299 
ﾏ;ｪｷI ┘;ﾐS  HWI;┌ゲW ;aデWヴ IげS ゲWWﾐ デｴWﾏ aﾗヴ ; aW┘ ﾗII;ゲｷﾗﾐゲが ;Hﾗ┌デ デｴヴWW デｷﾏWゲが Wヴが I ﾃ┌ゲデが 300 
デｴW ﾐW┝デ デｷﾏW デｴW┞ I;ﾏW デﾗ ゲWW ﾏWが I ゲ;ｷS ｷデ ┘;ゲ デｴW aｷヴゲデ デｷﾏW デｴ;デ IげS ゲﾉWヮデ ヮヴﾗヮWヴﾉ┞ ｷﾐ ;Hﾗ┌デ 301 
ゲｷ┝ ┘WWﾆゲくさ ふSadie) 302 
 303 
Loss of Control and Loss of Self         304 
Central to many patient stories, was the sense of けゲデヴ┌ｪｪﾉWげ; seeking to find sense and meaning in 305 
their lives in the face of an uncertain and changing future with a life limiting illness: 306 
 307 
さI SｷSﾐげデ ﾆﾐﾗ┘ I ┘;ゲ S┞ｷﾐｪ ゲW┗Wﾐ ┘WWﾆゲ ;ｪﾗくくくWｷｪｴデ ┘WWﾆゲ ;ｪﾗ I ﾃ┌ゲt had a bad back. I was 308 
actually working and doing stuff and planning my life and wanting to get better, expecting to 309 
ｪWデ HWデデWヴが H┌デ ﾐﾗ┘ Iげﾏ S┞ｷﾐｪ ;ﾐS Iげﾏ ﾐﾗデ W┝ヮWIデｷﾐｪ デﾗ ﾉｷ┗Wが ゲﾗ I SﾗﾐげデくくくI ┘;ﾐﾐ; understand 310 
whatげゲ ｴ;ヮヮWﾐｷﾐｪ デﾗ ﾏW ;ﾐS I ┘;ﾐﾐ; understand  ┘ｴ;デげゲ デｴW ﾉｷﾆWﾉ┞ ゲIWﾐ;ヴｷﾗ H┌デ デｴWヴWげゲ a 311 
14 
 
ヮ;ヴデ ﾗa ﾏW デｴ;デげゲ デWヴヴｷaｷWSく Iげﾏ デWヴヴｷaｷWS ﾗa ﾉｷﾆW HWｷﾐｪ ｷﾐ ;ｪﾗﾐｷゲｷﾐｪ ヮ;ｷﾐく Iげﾏ デWヴヴｷaｷWS ﾗa ﾉｷﾆW 312 
losing meself (sic) to the pain; the pain steals your personalityくざ (Tim) 313 
 314 
Patients also described feeling けﾉ;HWﾉﾉWSげ H┞ デｴWｷヴ ｷﾉﾉﾐWゲゲが ┘ｴｷIｴ ｷﾐ デ┌ヴﾐ poses a challenge to their 315 
ゲWﾐゲW ﾗa けゲWﾉaげ ;ﾐS けｷSWﾐデｷデ┞げ: 316 
 317 
さTWヴﾏｷﾐ;ﾉが ┞ﾗ┌ ﾆﾐﾗ┘ ┘ｴ;デ I ﾏW;ﾐく Eヴが ┞ﾗ┌ Sﾗ ゲWWﾏ デﾗ aWWﾉ ; Hｷデが ; ﾉｷデデﾉW Hｷデ SｷaaWヴWﾐデく さ (Terry). 318 
 319 
LｷﾐﾆWS デﾗ デｴｷゲが ゲﾗﾏW ヮ;デｷWﾐデゲ SWゲIヴｷHWS デｴW けIﾗﾐデ;ｪｷﾗ┌ゲﾐWゲゲげ of cancer, and almost a sense of 320 
ｷゲﾗﾉ;デｷﾗﾐが aヴﾗﾏ ｴ;┗ｷﾐｪ デｴW けﾉ;HWﾉげ ﾗa ; I;ﾐIWヴ Sｷ;ｪﾐﾗゲｷゲぎ 321 
 322 
さI ゲ┌ヮヮﾗゲW ｷﾐ デｴW H;Iﾆ ﾗa ┞ﾗ┌ヴ ﾏｷﾐSくくくI;ﾐIWヴ ｷゲ Iﾗﾐデ;ｪｷﾗ┌ゲくくくSﾗﾐげデ ┞ﾗ┌が ゲﾗ┌ﾐSゲ ゲｷﾉﾉ┞ SﾗWゲﾐげデ ｷデい 323 
くくくI ゲ┌ヮヮﾗゲW デｴ;デげゲ ┘WヴW ┞ﾗ┌が Wヴ ┞ﾗ┌ デｴｷﾐﾆ ｷデげゲが ｷデげゲ ; ｴﾗヴヴｷHﾉW ┘ﾗrd cancer, but it means a lot of 324 
デｴｷﾐｪゲ SﾗWゲﾐげデ ｷデいざ ふCharlie). 325 
 326 
For some デｴW ｴﾗゲヮｷデ;ﾉ Wﾐ┗ｷヴﾗﾐﾏWﾐデ ヮヴﾗ┗ｷSWS ; けゲWI┌ヴWげ ;ﾐS けゲ┌ヮヮﾗヴデｷ┗Wげ Wﾐ┗ｷヴﾗﾐﾏWﾐデ during this 327 
time of flux, however once discharged home, patients described feeling け;ﾉﾗﾐWげ and less supported: 328 
 329 
ゎくくく┘ｴWﾐ ┞ﾗ┌ IﾗﾏW ｴﾗﾏW ┞ﾗ┌げヴW ┗Wヴ┞ ﾏ┌Iｴ ﾉWaデ デﾗ ┞ﾗ┌ヴ ﾗ┘ﾐ SW┗ｷIWゲくくくﾐﾗ┘ Iげﾏ ｷﾐ ﾐWWS ﾗa ; Hｷデ 330 
ﾗa ｴWﾉヮ ;ﾐS ゲ┌ヮヮﾗヴデくくくI aWWﾉ ;ゲ デｴﾗ┌ｪｴ Iげﾏ HWｷﾐｪ ヮヴﾗ┗ｷSWS ┘ｷデｴ ; ヮﾗﾗヴくくく┘Wﾉﾉ ﾐﾗデ ; ヮﾗﾗヴ  331 
ser┗ｷIWが H┌デ ; ﾉｷﾏｷデWS ゲWヴ┗ｷIWざ ふBill). 332 
 333 
Burden versus benefit of treatment interventions 334 
From these patient stories, a picture emerged of wrestling with choices and decisions regarding 335 
デヴW;デﾏWﾐデ ﾗヮデｷﾗﾐゲく Tｴｷゲ ｷﾉﾉ┌ゲデヴ;デWゲ デｴW ゲ┌HﾃWIデｷ┗W ┗;ﾉ┌Wゲ ヮﾉ;IWS ﾗﾐ けﾉｷaWげき ケ┌;ﾉｷデ┞ ﾗa ﾉｷaW ﾗヴ デｴW H;デデﾉW デﾗ 336 




ゎI ﾆﾐﾗ┘ Iげﾏ ﾐﾗデ ｪﾗﾐﾐ; ｪWデ HWデデWヴが ;ﾐS I デｴﾗ┌ｪｴデが ┘ｴ┞ Sﾗ ｷデが ┞ﾗ┌ ﾆﾐﾗ┘い Wｴ┞ ヮ┌デ ﾏW デｴヴﾗ┌ｪｴ 339 
;ﾐ┞デｴｷﾐｪ デｴ;デげゲ ｷﾐデヴ┌ゲｷ┗W ;デ ;ﾉﾉい I ヴW;ﾉﾉ┞ Sﾗﾐげデ ゲWW デｴW ヮﾗｷﾐデき I ヴW;ﾉﾉ┞ Sﾗﾐげデくざ ふWendy). 340 
 341 
ゎぐ┘ｴWﾐ ┞ﾗ┌ ｴ;┗W ; S;┞ゲ ﾉｷﾆW デｴW ﾉ;ゲデ Iﾗ┌ヮﾉW ﾗa S;┞ゲ Iげ┗W ﾃ┌ゲデ aWﾉデ ｷﾉﾉぐｷデげゲ SｷaaｷI┌ﾉデ デﾗ ┘;ﾐﾐ; 342 
ﾉｷﾆWが H;デデﾉW ﾗﾐぐaｷｪｴデｷﾐｪ デｴW ゲｷIﾆﾐWゲゲ ｷゲ ｴﾗヴヴｷHﾉWぐIげﾏ ﾐﾗデ ゲ┌ヴW ｷa I ┘;ﾐﾐ; ｪﾗ H;Iﾆが デﾗ ｪﾗ H;Iﾆ デﾗ 343 
ヴ;SｷﾗデｴWヴ;ヮ┞ デｴﾗ┌ｪｴく Iげﾏ ﾐﾗデ ゲ┌ヴW IげS ﾉｷﾆW ｷデ ﾗヴ デヴ┌ゲデ ｷデく I Sﾗﾐげデ ﾆﾐﾗ┘ ｴﾗ┘ ﾏ;ﾆｷﾐｪ ﾏW feel this 344 
ill; can be doing me any favours." (Tim). 345 
 346 
The following patient quote illustrates the tensions that can arise when HCP ;ﾐS ヮ;デｷWﾐデゲげ 347 
perceptions of the focus of care are not aligned, impacting on patient choice, autonomy and dignity 348 
and shared decision making: 349 
 350 
さぐｷデ Iｴ;ﾐｪWゲ ┘ｴWﾐ ┞ﾗ┌ HWcome terminal. I could understand [considering all treatment 351 
ｷﾐデWヴ┗Wﾐデｷﾗﾐゲへ HWaﾗヴW HWI;┌ゲW デｴWﾐ デｴWヴW ｷゲ ; ヴW;ﾉ ｪﾗﾗS I;ゲW aﾗヴ ｷデぐﾗﾐIW ┞ﾗ┌ ｪﾗ ｷﾐデﾗ デｴW 352 
デWヴﾏｷﾐ;ﾉ デｴｷﾐｪ デｴWﾐ ｷデげゲ ; I;ゲW ﾗa ﾐﾗデ ゲﾗ ﾏ┌Iｴぐｷデげゲ ; I;ゲW ﾗa ┘ｴ;デ I;ﾐぐﾏ;ﾆW ｷデ HWデデWヴ aﾗヴ 353 
now?  And if the blood thinners was making me a lot worse so to me, my personal opinion, in 354 
デｴ;デ ゲｷデ┌;デｷﾗﾐ ┘;ゲ ﾉWデげゲ ﾃ┌ゲデ ゲデﾗヮ デｴWﾏく Iデ ﾏｷｪｴデ ﾐﾗデ ｴ;┗W HWWﾐ ゲﾗﾏWHﾗS┞ WﾉゲWげゲ ぷ┘ｷゲｴへ H┌デ 355 
ﾐﾗHﾗS┞ ┘;ゲ ;Iデ┌;ﾉﾉ┞ ゲ;┞ｷﾐｪぐデｴW┞ ┘WヴW ゲ;┞ｷﾐｪ さTｴｷゲ ｷゲ ┘ｴ;デげゲ ｪﾗｷﾐｪ ﾗﾐざ H┌デ ぷﾐﾗデ ;ゲﾆｷﾐｪへ 356 
さ┘ｴ;デ Sﾗ ┞ﾗ┌ ┘;ﾐデ デﾗ Sﾗいざ ふTerry). 357 
 358 
The following patient account highlights that when HCP けデ;ﾆW ﾗﾐ Hﾗ;ヴSげ ┘ｴ;デ デｴW ヮ;デｷWﾐデ ┘;ﾐデゲが and 359 
work in partnership, デｴｷゲ I;ﾐ ;ﾉﾉW┗ｷ;デW デｴW けデWﾐゲｷﾗﾐげ ;ﾐS ヮヴﾗ┗ｷSW デｴWヴ;ヮW┌デｷI HWﾐWaｷデゲく Tｴｷゲ ｷﾐ デ┌ヴﾐ 360 
impacts on patient autonomy, dignity and comfort, reinforcing the importance of active listening and 361 




さぷI aWﾉデへ J┌Hｷﾉ;ﾐデぐHWI;┌ゲW ﾉｷﾆW I ゲ;┞ ﾗ┗Wヴ ; ┞W;ヴ  ;ﾐS ゲﾗﾏWHﾗS┞げゲ ﾉｷゲデWﾐWSが ;ﾐS デｴW┞げ┗W ｪﾗﾐW 364 
;┘;┞が デｴW┞げ┗W ゲﾗヴデWS ｷデ ;ﾉﾉ ﾗ┌デが SﾗﾐW ┘ｴ;デ デｴW┞ ヮヴﾗﾏｷゲWS デｴW┞げS Sﾗ  ┞ﾗ┌ ﾆﾐﾗ┘ ﾉｷﾆW ﾗｴ ┘Wげﾉﾉ ｪWデ 365 
ｷデ ゲﾗヴデWSが ;ﾐS ┘Wげ┗W ｴW;ヴS デｴ;デ ゲﾗ ﾏ;ﾐ┞ デｷﾏWゲが ;ﾐS ﾐﾗ デｴW┞ SｷS W┝;Iデﾉ┞ ┘ｴ;デ デｴW┞ ゲ;ｷS デｴW┞げS 366 
Sﾗぐデｴ;デげゲ ;ﾉﾉ I Iﾗ┌ﾉS ;ゲk that somebody would listen, and take on board what the patient 367 
┘;ﾐデゲが ;ゲ ┘Wﾉﾉ ;ゲ ┘ｴ;デ デｴW SﾗIデﾗヴげゲ W┝ヮWヴｷWﾐIWゲ ;ヴWが ﾗH┗ｷﾗ┌ゲﾉ┞ ; デ┘ﾗ-way street, but when it 368 
IﾗﾏWゲ デﾗ ヮ;ｷﾐ デｴW ヮ;デｷWﾐデ ﾆﾐﾗ┘ゲ ┘ｴ;デ ヮ;ｷﾐ デｴW┞げヴW ｷﾐが ﾐﾗデ デｴW SﾗIデﾗヴくざ ふRitchie). 369 
 370 
Discussion 371 
This ゲデ┌S┞ ｴ;ゲ ｪWﾐWヴ;デWS ｷﾏヮﾗヴデ;ﾐデ ｷﾐaﾗヴﾏ;デｷﾗﾐ ﾗﾐ デｴW ┘;┞ ｷﾐ ┘ｴｷIｴ ヮ;デｷWﾐデゲげ W┝ヮWヴｷWﾐIW I;ヴW 372 
currently, providing an opportunity for the acute hospital to generate recommendations, to consider 373 
how results from this study may inform future service design, education, training and resource 374 
utilisations. The results of this study illustrate that overall the in-patient experience was viewed 375 
positively for most patients, with accounts illustrating compassionate and responsive care. 376 
Challenges were highlighted, however, with regard to over stretched staff and resources, along with 377 
individual differences in the attitudes of staff, which was reported to have negatively impacted the 378 
experience of care for some patients. Whilst this study was undertaken in one acute hospital, these 379 
findings are likely to be of interest to all providers of in-patient care, as many of the themes and 380 
issues highlighted here may also resonate with those care services. 381 
 382 
Where care delivery was timely, responsive, well led and compassionate, however, this appeared to 383 
IﾗﾐデヴｷH┌デW デﾗ ヮ;デｷWﾐデゲ aWWﾉｷﾐｪ ゲ;aW ;ﾐS ┗;ﾉ┌WS ;ゲ ｷﾐSｷ┗ｷS┌;ﾉゲ ヴ;デｴWヴ デｴ;ﾐ HWｷﾐｪ けヮヴﾗIWゲゲWSげ ;ゲ 384 
commodities; a view reinforced in the literature and recent policy documents [10,24,25]. In this 385 
study, acts of compassion were experienced デｴヴﾗ┌ｪｴ デｴW けﾉｷデデﾉW デｴｷﾐｪゲげ デｴ;デ ゲデ;aa Iﾗ┌ﾉS Sﾗ aﾗヴ ヮ;デｷWﾐデゲ 386 
such as; making and taking the time to talk, to care and  to display characteristics of humanity. 387 
IﾐSWWSが ﾗﾐW ﾗa デｴW ﾏ;ｷﾐ IﾗﾏヮﾗﾐWﾐデゲ ﾗa けｪﾗﾗS I;ヴWげ ｴ;ゲ HWWﾐ ｴｷｪｴﾉｷｪｴデWS ;ゲ aWWﾉｷﾐｪ デｴ;デ け┞ﾗ┌ ﾏ;デデWヴげ 388 
[26]. This perspective supports the view that the smallest details of the patient experience can be 389 
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the most meaningful [27]. The NHS is under relentless pressure to improve efficiency and 390 
throughput; however it is an imperative that the patient remains at the forefront of any 391 
improvement strategy [2]. 392 
 393 
Fﾗヴ ヮ;デｷWﾐデゲげ ｷﾐ デｴｷゲ ゲデ┌S┞が ﾏﾗSWゲ ﾗa Iﾗﾏﾏ┌ﾐｷI;デｷﾗﾐ Iﾗ┌ﾉS ｴ;┗W Hﾗデｴ ヮﾗゲｷデｷ┗W ;ﾐS ﾐWｪ;デｷ┗W ｷﾏヮ;Iデゲ 394 
on the patient experience. In particular, what information was given and how it was delivered 395 
appeared to ｷﾏヮ;Iデ ﾗﾐ ヮ;デｷWﾐデゲげ ┌ﾐSWヴゲデ;ﾐSｷﾐｪ ﾗa ゲWヴ┗ｷIWゲ ｷﾐ┗ﾗﾉ┗WSが デｴWｷヴ IﾗﾐSｷデｷﾗﾐ ;ﾐS デｴW ﾗ┗Wヴ;ﾉﾉ 396 
ヮﾉ;ﾐ ﾗa I;ヴWく E┗ｷSWﾐIW ゲ┌ｪｪWゲデゲ さWaaWIデｷ┗W Iﾗﾏﾏ┌ﾐｷI;デｷﾗﾐ ｷゲ デｴW IﾗヴW ﾗa W┗Wヴ┞ ｴWﾉヮｷﾐｪ ヴWﾉ;デｷﾗﾐゲｴｷヮが 397 
and listening is the foundation of every medical and social service ｷﾐデWヴ;Iデｷﾗﾐざ ぷ28, p57]. Accounts 398 
aヴﾗﾏ デｴｷゲ ゲデ┌S┞ ヴWｷﾐaﾗヴIW デｴ;デ ┘ｴWﾐ HCPげゲ ┘WヴW ;HﾉW デﾗ けIﾗﾐﾐWIデげ ┘ｷデｴ ヮ;デｷWﾐデゲ HW┞ﾗﾐS デｴW けヮｴ┞ゲｷI;ﾉげ 399 
contact, this fostered a powerful sense of genuine human presence and care; effective 400 
communication, engagement and active listening, should be reflected within the culture of care in 401 
the organisation [29へく Iﾐ ヴWIﾗｪﾐｷデｷﾗﾐ デｴ;デ けSｷｪﾐｷデ┞ Wﾐｴ;ﾐIｷﾐｪげ ﾗヴ けSｷｪﾐｷデ┞ ヮヴWゲWヴ┗ｷﾐｪげ I;ヴW aﾗヴ ヮ;ﾉﾉｷ;デｷ┗W 402 
I;ヴW ヮ;デｷWﾐデゲ ｷゲ ┗ｷデ;ﾉﾉ┞ ｷﾏヮﾗヴデ;ﾐデが デｴW ┌ゲW ﾗa ｷﾐデWヴ┗Wﾐデｷﾗﾐゲ ゲ┌Iｴ ;ゲ デｴW けSｷｪﾐｷデ┞ ﾏﾗSWﾉげ ｴ;ゲ HWWﾐ 403 
highlighted as one way to ensure a person-centred approach in the acute hospital setting;  404 
promoting patient autonomy and recognition of the person as an individual [30].  405 
 406 
For many patients in this study, pain appeared to be a major concern throughout their in-patient 407 
episode; a finding supported by previous studies [31,32,33]. Stories from this study reinforce the 408 
けデｴヴW;デげが ｴｷｪｴﾉｷｪｴデWS H┞ PヴｷﾐｪﾉW Wデ ;ﾉ ぷ30], that untimely and unresponsive symptom assessment and 409 
control can be to patient dignity. For example patients described the seemingly all-encompassing 410 
nature of pain and the very real distress this caused when it was unremitting and unresolved. 411 
“ヮWIｷaｷI;ﾉﾉ┞が ゲﾗﾏW ヮ;デｷWﾐデゲ SWゲIヴｷHWS け; ゲｷｪﾐｷaｷI;ﾐデ ヮWヴｷﾗS ﾗa ┘;ｷデｷﾐｪ aﾗヴ ;ゲゲWゲゲﾏWﾐデ ;ﾐS 412 
adminisデヴ;デｷﾗﾐげ ﾗa ヮ;ｷﾐ ﾏWSｷI;デｷﾗﾐが ｷﾏヮ;Iデｷﾐｪ ﾗﾐ デｴWｷヴ ゲWﾐゲW ﾗa Sｷｪﾐｷデ┞ ;ﾐS ┘WﾉﾉHWｷﾐｪく Pﾗｷｪﾐ;ﾐデﾉ┞が 413 
patients described their relief when they felt that their pain was finally being attended to, 414 
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┌ﾐSWヴﾉｷﾐｷﾐｪ デｴW ゲｷｪﾐｷaｷI;ﾐIW ﾗa ヮ;ｷﾐ Iﾗﾐデヴﾗﾉ デﾗ ; ヮ;デｷWﾐデげゲ ゲWﾐゲW ﾗa Heing cared for and valued as a 415 
human being.  The role of the AHSPCT was specifically highlighted in this regard, where  416 
despite initial uncertainty and anxiety from some patients associated with their understanding of the 417 
role of the AHSPCT [34,35,31] as noted in previous studies [30,31,36,37], their involvement resulted 418 
in improvements in pain control and holistic wellbeing.  419 
 420 
Tｴヴﾗ┌ｪｴﾗ┌デ デｴｷゲ ゲデ┌S┞が ヮ;デｷWﾐデゲげ SWゲIヴｷHWS デｴW けゲデヴ┌ｪｪﾉWげ ﾗa ﾉｷ┗ｷﾐｪ ┘ｷデｴ ; デWヴﾏｷﾐ;ﾉ ｷﾉﾉﾐWゲゲが ;ﾐS デｴW 421 
effect this had on their sense of self and life as they knew it before their diagnosis. This was a very 422 
ｷﾏヮﾗヴデ;ﾐデ ｷゲゲ┌W aﾗヴ ヮ;デｷWﾐデゲが ;ゲ デｴWｷヴ ゲWﾐゲW ﾗa けゲWﾉaげ ｴ;S HWWﾐ ┌ﾉデｷﾏ;デWﾉ┞ Iｴ;ﾐｪWSが aﾗヴIｷﾐｪ デｴWﾏ デﾗ 423 
ヴWﾐWｪﾗデｷ;デW デｴｷゲ ｷﾐ デｴW a;IW ﾗa ┌ﾐIWヴデ;ｷﾐデ┞ぎ さDW;デｴ aﾗヴIWゲ ┌ゲ デﾗ ｪｷ┗W ;ﾐ ┌ﾉデｷﾏ;デW meaning to life and 424 
デｴWヴWH┞ デヴ;ﾐゲIWﾐS デｴW ;ヮヮ;ヴWﾐデ ;Hゲ┌ヴSｷデ┞ ;ﾐS ﾏW;ﾐｷﾐｪﾉWゲゲﾐWゲゲ ﾗa ﾉｷaW ｷﾐ デｴW a;IW ﾗa SW;デｴざ ぷ38].   425 
  426 
P;デｷWﾐデゲ SWゲIヴｷHWS aWWﾉｷﾐｪ けSｷaaWヴWﾐデげ aﾗﾉﾉﾗ┘ｷﾐｪ デｴWｷヴ Sｷ;ｪﾐﾗゲｷゲが ┘ｴｷIｴ WIｴﾗWゲ ヮヴW┗ｷﾗ┌ゲ ゲデ┌SｷWゲ ┘ｴWヴW 427 
デｴW けゲデｷｪﾏ;げ ﾗa I;ﾐIWヴ I;ﾐ ｴ;┗W ; negative impact on a patients sense of self, resulting in a 428 
けヴWﾐWｪﾗデｷ;デｷﾗﾐげ ﾗa ｷSWﾐデｷデ┞ ┘ｷデｴｷﾐ デｴW ﾐW┘ IﾗﾐデW┝デ ﾗa デｴWｷヴ Sｷ;ｪﾐﾗゲｷゲ ぷ39]. It has also been suggested 429 
デｴ;デ ﾗ┗Wヴ デｷﾏW デｴW けﾉ;HWﾉげ ﾗa ; デWヴﾏｷﾐ;ﾉ ｷﾉﾉﾐWゲゲ I;ﾐ ヮヴWIﾉ┌SW けゲ┌ゲデ;ｷﾐｷﾐｪ ゲWﾉa-ｷﾏ;ｪWゲげ ヴWゲ┌ﾉting in 430 
けSｷﾏｷﾐｷゲｴWS ゲWﾉa-IﾗﾐIWヮデげが ;ゲ ┘Wﾉﾉ ;ゲ ; aW;ヴ ﾗa HWIﾗﾏｷﾐｪ ; けH┌ヴSWﾐげ デﾗ ヴWﾉ;デｷ┗Wゲ ;ゲ デｴW┞ ヴW;Sﾃ┌ゲデ デﾗ デｴW 431 
けヴW;ﾉ ┘ﾗヴﾉSげぷ40へく Tｴｷゲ WIｴﾗWゲ ┘ｷデｴ aｷﾐSｷﾐｪゲ aヴﾗﾏ デｴｷゲ ゲデ┌S┞が ┘ｴWヴW aﾗヴ W┝;ﾏヮﾉW SWゲヮｷデW デｴW けｴ┌ゲデﾉW ;ﾐS 432 
H┌ゲデﾉWげ デｴW ｴﾗゲヮｷデ;ﾉ ヮヴﾗ┗ｷSWS ; けゲ;aW ｴ;┗Wﾐげ S┌ヴｷﾐｪ デｴｷゲ ┌ﾐIWヴデ;ｷﾐ デｷﾏWぷ41], where patients could 433 
ﾐ;┗ｷｪ;デW ;ﾐS ヴW;Sﾃ┌ゲデ ┘ｷデｴｷﾐ デｴWｷヴ けヴWﾐWｪﾗデｷ;デｷﾗﾐげ ﾗa ｷSWﾐデｷデ┞が ゲWﾉa-worth, dignity and self-respect.  434 
 435 
For some patients in this particular study, the distress prompted by this time of uncertainty 436 
W┝デWﾐSWS HW┞ﾗﾐS デｴWｷヴ ｷﾐヮ;デｷWﾐデ ;Sﾏｷゲゲｷﾗﾐく “ﾗﾏW ヮ;デｷWﾐデゲ ヴWヮﾗヴデWS aWWﾉｷﾐｪ け;ﾉﾗﾐWげ aﾗﾉﾉﾗ┘ｷﾐｪ 437 
discharge, indicating the potential for ongoing distress and need for additional support at this time. 438 
Tｴｷゲ ヴWゲﾗﾐ;デWゲ ┘ｷデｴ デｴW ｷSW; デｴ;デ けゲデヴ┌Iデ┌ヴWゲげ デｴ;デ ┌ﾐSWヴヮｷﾐ everyday life (such as social networks 439 
;ﾐS ヴWﾉ;デｷﾗﾐゲｴｷヮゲぶ I;ﾐ HW けSｷゲヴ┌ヮデWSげ ｷﾐ ﾉｷｪｴデ ﾗa ゲWヴｷﾗ┌ゲ IｴヴﾗﾐｷI ｷﾉﾉﾐWゲゲ ぷ42]. TｴW けIｴ;ﾗゲ ﾐ;ヴヴ;デｷ┗Wげ 440 
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[43,44] offers us another perspective that resonates with this study, for example the challenge of 441 
loss and adjustment faced by study participants when leaving the safe confines of hospital to return 442 
デﾗ デｴWげ ヴW;ﾉ ┘ﾗヴﾉSげく Reinforcing デｴW ｷﾏヮﾗヴデ;ﾐIW デｴ;デ I;ヴW ゲWヴ┗ｷIWゲ ゲｴﾗ┌ﾉS ﾐﾗデ けWﾐSげ ;デ デｴW ヮﾗｷﾐデ ﾗa 443 
discharge, ensuring that patients can be sufficiently supported.  444 
 445 
Johnゲﾗﾐ ゲ┌ｪｪWゲデゲ けﾉｷ┗ｷﾐｪ ┘ｷデｴ Sｷｪﾐｷデ┞げ ｷゲ Hﾗ┌ﾐS ┌ヮ ｷﾐ デｴW ｷﾐSｷ┗ｷS┌;ﾉげゲ ゲWﾐゲW ﾗa ｷSWﾐデｷデ┞き デｴヴﾗ┌ｪｴ ｴ;┗ｷﾐｪ 446 
ﾗﾐWげゲ ｴ┌ﾏ;ﾐ ┗;ﾉ┌W ;Iﾆﾐﾗ┘ﾉWSｪWSが ｷヴヴWゲヮWIデｷ┗W ﾗa IｷヴI┌ﾏゲデ;ﾐIWゲが けヮWヴゲﾗﾐｴﾗﾗSげ ;ﾐS けゲWﾉa-┘ﾗヴデｴげぷ45]. 447 
Johnson also highlights the risk to dignity at the end of life (EOL) as health deteriorates being 448 
particularly concerning [45]. Therefore, as health professionals, it is crucial that we consider how we 449 
respect these views in our conduct with others, ensuring that our interactions are dignity enriching 450 
[45], seeiﾐｪ デｴW けヮWヴゲﾗﾐげ ｷﾐ デｴW ヮ;デｷWﾐデが ヴ;デｴWヴ デｴ;ﾐ ﾏWヴWﾉ┞ デｴWｷヴ ｷﾉﾉﾐWゲゲく Tｴｷゲ ヮWヴゲヮWIデｷ┗W ｷゲ ;ﾉゲﾗ 451 
highlighted by Chochinov [46] and Johnson [47], who describe the Patient Dignity Question (PDQ) as 452 
a means by which HPCs may enhance person-centred care, for people with palliative care needs in 453 
an acute hospital. 454 
 455 
Strengths and Limitations 456 
This study provided a unique opportunity for one NHS organisation to explore what matters to 457 
patients with a life limiting illness, in the context on their in-patient stay. The approach that was 458 
デ;ﾆWﾐが デｴヴﾗ┌ｪｴ ﾉｷゲデWﾐｷﾐｪ デﾗ けヮ;デｷWﾐデ ゲデﾗヴｷWゲげが ヴWaﾉWIデゲ デｴW デヴ;Sｷデｷﾗﾐゲ ﾗa ｴﾗゲヮｷIW ;ﾐS ヮ;ﾉﾉｷ;デｷ┗W I;ヴWが H┞ 459 
giving time and space to listen and gain a greater understanding from the patients perspective [48]. 460 
 461 
However it has been recognised that involving patients with a palliative illness in research studies 462 
poses its own ethical and moral challenges. In this study for example due to the vulnerability of the 463 
patient population, some were unable to be involved as they deteriorated or died prior to or after 464 
discharge from hospital. Despite ethical and methodological SWH;デWゲ ヴWｪ;ヴSｷﾐｪ デｴW けﾏﾗヴ;ﾉｷデ┞げ ;ﾐS 465 
け;ヮヮヴﾗヮヴｷ;デWﾐWゲゲげ of involving this cohort of patients in this type of research [49], it was evident 466 
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throughout recruitment, that patients had a desire to take part. Indeed there is growing evidence to 467 
suggest that in fact, palliative care patients do have a desire to take part in research [50,51]. This 468 
adds to growing literature, critiquing the potentially constraining ethical guidelines, prompting the 469 
question of whether it is ethical to prohibit patients the chance to contribute to research [52,53]. 470 
 471 
Also of note was that the majority of interviews took place within the last two months of the 472 
ヮ;デｷWﾐデげゲ ﾉｷaW ふヱΑっヲヰ ｴ;S SｷWS H┞ デｴW WﾐS ﾗa デｴW S;デ; IﾗﾉﾉWIデｷﾗﾐ ヮWヴｷﾗSぎ OIデﾗHWヴ ヲヰヱヵ に September 473 
2016). This is interesting given the reticence to involve patients in research as they are approaching 474 
the end of life, due to the assumption that it is an unwelcome burden for them at this time [46].The 475 
inclusion criteria of this study however excluded patients that remained in hospital. It could be 476 
argued that this approach limited participation, possibly denying the opportunity for other palliative 477 
care patients to share their experiences and potentially silencing their voices.  In addition, the 478 
sample was homogenous in terms of ethnicity and all had cancer, therefore future studies may seek 479 
to explore the views of a wider patient population, including patients that do not have a life-limiting 480 
illness. Interestingly, the referral criteria for the AHSPT are not limited to patients with a cancer 481 
diagnosis, yet these patients made up the total sample population for this study.  482 
 483 
The issue of けｪ;デWﾆWWヮｷﾐｪげ was also important to consider, as for ten patients in this study family 484 
members specifically requested that the patient not be approached. Reasons for this included 485 
perceptions that the patient ┘;ゲ デﾗﾗ ┌ﾐ┘Wﾉﾉが デﾗﾗ デｷヴWSが ﾗヴ ｷデ ┘;ゲ けﾐﾗデ デｴW ヴｷｪｴデ デｷﾏWげ デﾗ HW 486 
approached, despite some patients agreeing to meet or have contact with the researcher. However, 487 
there were examples ┘ｴWヴW a;ﾏｷﾉ┞ けｪ;デWﾆWWヮWヴゲげ HWI;ﾏW ヮ;ヴデ ﾗa デｴW ヮヴﾗIWゲゲ [54], by facilitating 488 
access to the patient and by their presence in the interview itself, potentially shaping the stories that 489 






Despite the acknowledged organisational pressures, these patient narratives highlight the 494 
ｷﾏヮﾗヴデ;ﾐIW ﾗa IﾗﾐIWヮデゲ ゲ┌Iｴ ;ゲ ﾆｷﾐSﾐWゲゲが Iﾗﾏヮ;ゲゲｷﾗﾐ ;ﾐS Sｷｪﾐｷデ┞き デ;ﾆｷﾐｪ デｴW デｷﾏW デﾗ けI;ヴW aﾗヴ 495 
ヮ;デｷWﾐデゲげ ヴ;デｴWヴ デｴ;ﾐ デｷﾏW デﾗ けSﾗ デﾗ ヮ;デｷWﾐデゲげが デ;ﾆｷﾐｪ デｴW デｷﾏW デﾗ ﾉisten to what is most important and  496 
デ;ﾆｷﾐｪ デｴW デｷﾏW デﾗ ヴWゲヮﾗﾐS デﾗ デｴW ヮ;デｷWﾐデ ;ゲ ;ﾐ ｷﾐSｷ┗ｷS┌;ﾉく  WｴWﾐ デｴW ヮ;デｷWﾐデゲげ ┗ﾗｷIW ｷゲ ｴW;ヴS ;ﾐS 497 
ｴW;ﾉデｴI;ヴW ヮヴﾗaWゲゲｷﾗﾐ;ﾉゲ けゲWW デｴW ヮWヴゲﾗﾐ HWｴｷﾐS デｴW ﾐ;ﾏWげ ヴ;デｴWヴ デｴ;ﾐ デｴW ｷﾉﾉﾐWゲゲが デｴｷゲ ヮヴﾗ┗ｷSWゲ 498 
opportunities for relationships to be built based on trust, confidence and mutual respect. This 499 
┌ﾉデｷﾏ;デWﾉ┞ ｷﾏヮ;Iデゲ ﾗﾐ デｴW ヮ;デｷWﾐデゲげ W┝ヮWヴｷWﾐIW ﾗa I;ヴWが ;ﾐS デｴWｷヴ ヮWヴIWヮデｷﾗﾐ ﾗa ゲWﾉa-worth and 500 
identity and sense of dignity [46,47]. TｴW ヮ;ﾉﾉｷ;デｷ┗W ﾐ;デ┌ヴW ﾗa ｷﾉﾉﾐWゲゲ ヴWｷﾐaﾗヴIWS デｴW けヮヴWIｷﾗ┌ゲﾐWゲゲげ ﾗa 501 
timeが ┌ﾐSWヴﾉｷﾐｷﾐｪ デｴWヴW ｷゲ けﾗﾐW Iｴ;ﾐIW デﾗ ｪWデ ｷデ ヴｷｪｴデげ [55]. Having listened to our patients it is time to 502 
learn and change; デｴｷゲ ゲデ┌S┞ ｴ;ゲ ヮヴﾗ┗ｷSWS ;ﾐ ﾗヮヮﾗヴデ┌ﾐｷデ┞ aﾗヴ デｴW けヮ;デｷWﾐデ ┗ﾗｷIWげ デﾗ HW ｴW;ヴS ;ﾐS デｴW 503 
individual patient experience to be explored. Further research should focus on exploring issues such 504 
as: why some patients within the same organisation have a positive experience of care, while others 505 
may not; how do staff attitudes and behaviours impact on the experience of care; transitions of care 506 
from hospital to home; the role of social networks. 507 
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